The objective of this systematic review is to synthesize qualitative evidence relating to experiences of adults with end stage renal failure who are on dialysis and waiting for a renal transplant from a deceased donor.
Background
Chronic kidney disease (CKD) is a progressive, irreversible condition diagnosed on the basis of a reduced glomerular filtration rate (GFR), abnormalities in the composition of the blood or urine or abnormalities observed by imaging. 1 A diagnosis of CKD requires a GFR of <60ml/min/1.73m2 and the presence of kidney damage for a period of at least three months. 2 CKD is categorized into five stages based on the GFR. Stage five CKD is also known as end stage renal failure (ESRF) and is said to occur when the GFR is <15ml/min/1.73m2 and when renal replacement therapy (RRT) is required in order to support life. 2, 3 Treatment choices for RRT include hemodialysis (HD), peritoneal dialysis (PD) or kidney transplantation. Hemodialysis involves filtering the patient's blood across a semi-permeable membrane to remove toxins and excess fluid through combined use of diffusion and ultrafiltration. 4 People receiving HD require the surgical creation of a vascular access 5 and spend 12-24 hours per week connected to the HD machine. 2 Peritoneal dialysis uses the peritoneal membrane to remove toxins and excess fluid through use of diffusion and ultrafiltration. 6 Patients require a permanent peritoneal access device 7 and perform a number of fluid "exchanges" daily. 8 Kidney transplantation involves surgically transplanting a donor organ and suppressing the immune response to the grafted organ with immunosuppressive medication. 9 Kidney transplantation has been recognized as the best RRT in terms of morbidity, mortality and quality of life (QOL). 10, 11 At the end of 2012 is was estimated that over 150,000 people around the world were waiting for a kidney transplant. Donor organs for kidney transplant are available from either a living or deceased donor. 9 The process of transplantation from either a living or deceased donor is protected with legislation including global agreements 13 and national and regional laws. [14] [15] [16] Some countries allow the pre-emptive listing of patients to receive a deceased donor transplant before they start dialysis, while others, including Australia, do not allow patients onto a waiting list until they have commenced dialysis. 16 Because there are many more people waiting than there are available organs the waiting time is often prolonged for many years. However due to the nature of the organ allocation process it is possible, although rare, for a person to receive an organ after only a few months. 17 The median waiting time for a kidney transplant from a deceased donor ranges from 3.1 to 4 years. 17, 18 With other solid organ transplants such as liver, heart or lung, people die if an organ does not became available; but with kidneys, dialysis is able to maintain the patient's life for many years. 19 While it is positive that dialysis is available to keep a patient alive while waiting for a transplant, the length of time waiting on dialysis has been shown to impact both physical 20 and psychological aspects of QOL of patients. 21, 22 Limited quantitative data exists relating to people who are on dialysis and waiting for renal transplant from a deceased donor. Studies have looked at the effect of the length of time on dialysis before receiving a kidney transplant on the post transplant outcomes, and have found that increased time on dialysis is a strong independent risk factor for increased patient mortality and increased graft failure following renal transplantation. 23 , and the dynamics of the relationship between the donor and the recipient alters the experience of waiting. 36 Waiting for a transplant from a living donor is an active process with a finite goal; rather than the unclear, indefinite end point when waiting for a deceased donor.
37
Qualitative studies that have examined the experiences of people on dialysis who are waiting for a deceased donor renal transplant have identified themes of "living in hope", "uncertainty" and "being on hold". 21 Anxious and depressive symptoms have been shown to increase in patients during the waiting period. 22 Although some primary research has been conducted, these studies have not been systematically reviewed. The purpose of this review is to examine the existing evidence of patients' experiences of being on dialysis and waiting for a renal transplant from a deceased donor to underpin the development of effective supportive interventions.
Prior to commencement of this review a search was performed through the Joanna Briggs Institute (JBI)
Library, The Cochrane Library, CINAHL, Medline and PsycInfo to ensure no previous systematic reviews had been done on the experiences of adult patients on dialysis waiting for a renal transplant from a deceased donor.
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Inclusion criteria

Types of participants
This review will consider studies that include adult patients who were aged 18 years and over when they started dialysis, in order to examine the experiences of adults rather than children or adolescents. This review will not consider patients under the age of 18 years, patients receiving dialysis for acute renal failure, patients waiting for a transplant from a living donor or people waiting for a pre-emptive transplant from a deceased donor.
Phenomena of interest
This review will consider studies that investigate the experiences of adults waiting for a renal transplant from a deceased donor. More specifically the impact of waiting for transplant on lifestyle, coping strategies and day to day living will be included.
Context
This systematic review will consider studies that involve adults with ESRF who are on either HD in a hospital, a satellite unit or at home, or on PD, and who are waiting for a kidney transplant from a deceased donor.
Types of studies
This review will consider studies that focus on qualitative data including, but not limited to, designs such as phenomenology, grounded theory, ethnography, action research and feminist research.
In the absence of research studies, other text such as opinion papers and reports will be considered.
Search strategy
The search strategy aims to find both published and unpublished studies. A three-step search strategy will be utilized in this review. An initial limited search of MEDLINE and CINAHL will be undertaken followed by analysis of the text words contained in the title and abstract, and of the index terms used to describe articles. A second search using all identified keywords and index terms will then be undertaken across all included databases. Thirdly, the reference list of all identified reports and articles will be The literature search will be carried out by a librarian at Wollongong University using the identified search terms. Separate search strategies will be carried out for each database and references will be entered into Endnote. All duplicate references will be removed.
Assessment of methodological quality
Papers selected for retrieval will be assessed by two independent reviewers for methodological validity prior to inclusion in the review using standardized critical appraisal instruments from the Joanna Briggs Institute Qualitative Assessment and Review Instrument (JBI-QARI) (Appendix II). Any disagreements that arise between the reviewers will be resolved through discussion, or with a third reviewer.
Data collection
Data will be extracted from papers included in the review using the standardized data extraction tool from JBI-QARI (Appendix III). The data extracted will include specific details about the phenomena of interest, populations, study methods and outcomes of significance to the review question and specific objectives.
Data synthesis
Qualitative research findings will, where possible, be pooled using JBI-QARI. This will involve the aggregation or synthesis of findings to generate a set of statements that represent that aggregation through assembling the findings rated according to their quality, and categorizing these findings on the basis of similarity in meaning. These categories are then subjected to a meta synthesis in order to produce a single comprehensive set of synthesized findings that can be used as a basis for evidence-based practice. Where textual pooling is not possible the findings will be presented in narrative form.
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